Parents' views of childhood disorders!
At its meeting in March the Section of Paediatrics had the experience of listening to the stories of five highly articulate parents of children with chronic defects. The mother of a child with mental retardation which was predictable at birth described how she had felt that the child was 'not hers' but 'belonged to the doctors', and it was a week before she was allowed to touch it without permission. After the paediatrician had told her that the child was permanently brain damaged, he sat silently at the bottom of the bed and looked at her. She felt that 'he gloated'. She has now at last reached a stage of contented tolerance with her incomplete child. The mother of a child with cystic fibrosis described the delay in diagnosis and how she had had to learn many things for herself. Since her child's death at the age of 14 years, she has been active in helping other parents who have children with cystic fibrosis. The father of a child with meningomyelocele described the difficulties of obtaining antenatal ultrasonic scans, the inadequate neonatal advice, and the frustration of taking children great distances to clinics and their being seen by different doctors each time. He also complained of the lack of communication between doctors even in so-called combined clinics. He made a strong plea for there being some person in the hospital to be a go-between in contacts with all the system specialists. There is nothing new in this of course: if it is not done, it is a shortcoming. There was also a mother of a child with Down's syndrome who felt that the doctors had not been honest with her and who eventually obtained the diagnosis from a midwife.
It was a painful hour for Section members, having the shortcomings of paediatricians laid I Report of meeting of the Section of Paediatrics, 25 March 1983 . Accepted II May 1983 o141-0768/83/090795....()2/$01.00/0 before them; and it was a sad hour, because, being predominantly senior paediatricians, they had all heard these things before. How to impart correct information in amounts that parents can take in without misunderstanding is a subject that has been discussed for many years.
On becoming consultants, paediatricians are expected to be knowledgeable about every form of handicap and to feel that the handicapped child is a special responsibility of theirs. Should it have to be emphasized that the parents of handicapped children are also a special responsibility? Communicating bad news and understanding or 'holding' the repercussions of it on the parents requires more than sympathy; it requires an interest in human and psychological problems, an interest other than in the handicapping condition itself, which absorbs the intellectual side of most system specialists or paediatricians. Some will admit that the rest does not interest them or that they think it does not really concern them. Where parents, have to receive a shock and great loss, paediatricians know that it is impossible to do well what is tantamount to throwing a bomb into their home, which is going to destroy half of it. If the parents need a scapegoat they will always find one. In ancient times the messenger of bad news was sometimes killed. We must either plan the telling with great sensitivity and sacrifice much time to the subsequent grief, anger and questioning, or pass the role on to someone else who will. Sometimes the task is handed to the ward sister or social worker. One of the parents found that the 'tea lady' was the only person whom she thought really understood her and showed her sympathy.
Remarks made by doctors, as reported by some parents, sometimes betray a level of callousness, or low rating of the parents'
intelligence, that is difficult to believe. But distressed parents may put into words what they think the doctor was saying, this becoming indelibly fixed in the parent's mind and frequently quoted whether true or not. A moment of insensitivity on the part of the doctor is thus recorded permanently.
A parent who stood apart from the other four was a father whose daughter had been developing with very short stature. It would have been a cause of life stress and suffering as time went on. There had been no knowledge of it at the time of birth. The diagnosis was later missed by several physicians and was made very late when she was finally referred to an endocrinologist by a clinic doctor. But from then onwards, growth hormone treatment and the handling of the case had been superlative. The parents' intelligence had been respected and used to the full.
It was perhaps a wiser audience at the end of the meeting. It was certainly a sadder one -
Expensive medical techniques!
At long last it is dawning on the laity, as citizens, that efficient costing of the National Health Service is essential if it is to provide the best possible service without prejudicing the other welfare services that the modern state is expected to provide. Whether they are as happy about this prospect in their capacity as patients is another matter.
Dazzled -some would say befogged -by the torrent of new drugs and apparatus that has poured from the pharmaceutical and engineering companies of the Western world (and Japan) in the last four decades, they have been hypnotized into the belief that, so far as the healing power of mankind is concerned, the sky is the limit. So many of the killing and maiming diseases of the past have been conquered that there is no reason, they fondly believe, why the remainder should not respond to the searching mind of medicine. The question of cost never arose. If a new operation such as transplantation, a new drug, or a new piece of apparatus was introduced, it must be made available for one and all. . sadder in our appreciation of the enormous problems that occur in practice. For parents have expectations for their children which cannot be met; medical skill in the treatment of children's handicaps, though high, is not uniformly so; and the handling of parents' susceptibilities and the total family situation, according to four out of five parents chosen to give their views at this meeting, is neglected or unskilful. On the other hand, parents should remember that paediatricians have many cases to cope with, similar to their own or worse; and that for doctors to sacrifice their detachment and accord adequate time for listening, makes great demands on them. These demands they do try to meet, occasionally with success.
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To a certain extent the medical profession and their research cohorts suffered from the same euphoria. To both doctor and patient the National Health Service was a bottomless pit overflowing with the wherewithal to finance all these dramatic innovations. Who was the doctor to hesitate and ask himself awkward questions as to whether the nation could afford to foot the bill. The Beveridge concept of the welfare state ruled out sordid finance. The greatest good of the greatest number was the golden rule, and cost had nothing to do with it.
It was the more thoughtful members of the medical profession who first began to realize what was happening. The initial warning bleep was a somewhat indirect one. It was not a case of costing, but rather how many patients were being sacrificed on the altar of surgery as a result of the introduction of more and more esoteric, or complex, operations. Heart transplants finally brought matters to a head, and a reluctant Department of Health and Social Security was persuaded to call a halt to such operations except on a very limited scale. Incidentally, some might say pari passu, the question of finance arose. How many patients were being deprived of run-of-the-
